Introduction
An advance directive (AD) or living will (LW) is a document prepared by a person to instruct doctors and caregivers on what must be done and not done if and when that person is no longer able to take decisions on their own health on account of illness or incapacity (1) . Such a document is important because a person's life may reach a point at which attempts to prolong it are futile, and may only compromise the dignity and quality of life (2) . An AD is not to be confused with a normal "will", which becomes operational after the death of an individual. An AD becomes operational when the individual is still alive, albeit incapacitated, and is, therefore, also known as the "living will".
An AD is legally valid and enforceable in the USA (3), Canada, Australia and many countries across Europe (4) . ADs have been endorsed by the United Nations Convention on the Rights of Persons with Disabilities (5) . Whereas more than half of the citizens of the USA have ADs, the concept is virtually unknown in India. We have no statute on ADs; thus a person may prepare one, but it is not legally enforceable. Doctors and caregivers are not bound to follow it, and there is no legal recourse in a court of law. In fact, the fear of the law is a crucial reason for ignoring ADs, even if they exist (6) . There is also a possibility that the treating doctors and the patients or their families have different perceptions of what can be considered futile treatment (7) . Since there is no law on ADs, and the legal implications of end-of-life care are not taught in medical schools, there is ignorance and doubt regarding how to react under such circumstances (8) .
There are strong reasons to support the legalisation of ADs. ADs lighten the burden on the family members and medical personnel when crucial decisions need to be taken at the end of life. These documents also help to make scarce resources available for the treatment of needy patients with curable conditions, instead of wasting the same on futile therapy. In India, where most medical expenses are out of pocket (9) , such directives may ease the financial strain on the patient's family due to mounting medical bills (10) . They also ensure the autonomy of the patient at a time when the individual is at his most vulnerable.
The Supreme Court recently asked the Central Government whether "a terminally ill person, medically diagnosed to be in the last stages of life, could be kept alive on life support system, even though he had willed against it." The Court felt that such an action could amount to torture and be financially draining for the person's family, thus opening the inconclusive debate on passive euthanasia, which the Bombay High Court had initiated in the Aruna Shanbaug case (11) . A detailed analysis of legal implications and the status of cases like those of Aruna Shanbaug has appeared recently (12), In the on-going case of Common Cause vs Union of India, a Constitutional Bench of the Supreme Court has stated that the matter has to be debated in Parliament first. In the light of this, the Ministry of Health and Family Welfare has released a draft Bill on the medical treatment for terminally ill patients for public consultation, which expressly makes ADs void (13) .
History
At the heart of the debate lies the question of whether we can make a choice about our own death. One strand of thought mentioned in the Aruna Shanbaug case is that our society is too emotional to allow for such a choice. This concern is not valid.
Indian mythology is replete with stories of people who had been given the boon of "ichha mrutyu" . Such persons could choose the time and place of their death. Though there are major differences between "ichha mrutyu" and ADs, the similarity is that an individual can control the circumstances of his last days and death. Certain saints took "samadhi" , inviting death by forsaking food and water or burying themselves alive. In Indian culture "samadhi" is a respected method of dying that is never equated with suicide, though the end result is the same.
Different philosophies have viewed the issue of ending life very differently. While the concept of choosing death is found in ancient Greek philosophy (14) , Judaism and Islam do not support suicide in any form (15) . Suicide was unlawful in the country and any attempt to take one's life was treated as a crime, though this has come under criticism for a long time (16) . The Rajya Sabha has passed a bill to decriminalize suicide in August this year. Among western cultures, too, support for suicide is sporadic. No one is brought into this world at their request, nor should they be forced to continue here against their wishes.
ADs were first proposed by Luis Kutner (17) . The concept evolved as a corollary to property law, under which a person can control property affairs after his death. It was suggested that somewhat similarly, persons could express and control their healthcare wishes when they were not in a position to do so. Since the contents of the document were to be made operational while the person was alive, it was called the "living will".
LWs soon became popular in the USA and most states passed laws in their support. These were embraced by the population and the Patient Self-Determination Act was passed in 1990. The provisions of this Act ensure that healthcare providers:
• Provide all adult patients, residents and enrollees written information on their rights under state law to make decisions concerning medical care, including the right to execute an AD, as well as maintain the policies of the provider on the implementation of ADs
• Document in the patient's medical record whether they have an AD
• Educate the staff and community on ADs
• Do not make the provision of care dependent on whether a patient has an AD or discriminate otherwise on this basis
• Ensure compliance with the state's law on ADs.
Any discussion on ADs usually brings passive euthanasia into focus, and many recognise that the AD could eventually lead to this practice (18) . Three cases in the USA brought the issue of ADs and euthanasia centre stage. To a large extent, they helped establish the role of ADs while defining the circumstances in which passive euthanasia could be considered. The Karen Ann Quinlan case helped to strengthen the link between ADs and passive euthanasia (19) , which is the logical extension of the AD. In the Nancy Cruzan case, the appointment of a proxy by a patient, in the absence of an AD, was considered legally valid (20) . In the Terry Schiavo case, there was a conflict between two close relatives -the husband and the parents. The US courts upheld the petition of the husband (21) . These cases helped to clarify the concept of ADs. In time, these documents were modified to make them more relevant.
Legal conflicts also brought home the fact that ADs had certain lacunae. They had limited scope, were often in conflict with the standard of medical care, and reflected the thinking of the person at one particular point in time. ADs made in the 1980s or 1990s may have been at variance with the individual's thinking at a later time in their life and needed to be regularly updated. Legal proceedings in these cases and the lacunae that had been identified gave rise to the second generation of ADs.
The second generation of ADs had an added feature, the power of attorney. Any individual could name a relative or friend to take proxy decisions, in case the individual was incapable of doing so. Here, the proxy plays the same role as that of the "legally authorised representative" in the consent process for research. Two problems remained unsolved. First, how correctly and clearly did the proxy understand the wishes of the individual? Second, would the proxies substitute the patient's wishes with their own? Some studies showed that the instructions given to proxies were vague and guesswork by the relatives was often inaccurate (22) .
Third-generation ADs were introduced to overcome the deficits. Predictably, the length of ADs grew and many variants were prepared. One of the most acceptable is "Five Wishes", prepared by Aging with Dignity, an NGO (23) . The body of this directive addresses five major concerns in the form of wishes. Five wishes is one of the most widely known and accepted ADs, and has been endorsed by a variety of organisations, including Mother Theresa's Missionaries of Charity.
Role of the AD
In the USA, nearly two million people are confined to nursing homes (24) and over 1.4 million survive only with the help of feeding tubes and other aggressive medical interventions (25) . As many as 30,000 persons are kept alive in comatose and permanently vegetative states (26) . Many of them have no ADs which would allow doctors to withdraw or withhold life-sustaining treatments. The USA is among the few nations to have both federal and state laws on ADs, which, if used judiciously, could help to avoid the expense of keeping people in a persistent vegetative state (27) .
A typical AD says: "If I suffer an incurable, irreversible disease or condition and am unable to convey my wishes to the doctors, I direct that life-sustaining measures that serve only to prolong my life be withheld or discontinued." ADs are essential and become effective if the subject is unable to express their wishes at the relevant time. Thus, old ADs cannot override the wishes of patients if they are competent to convey them to the medical team. ADs may require certain actions to be taken or not taken; they may demand one of the following courses of action.
1. The AD asks for life-prolonging measures.
2. The AD asks for life support to be withheld or withdrawn.
3. The AD opts for "do not resuscitate (DNR)".
The first option does not fall foul of the law, but the subsequent ones do in countries like India, which do not allow withholding or withdrawal of life-sustaining treatments or euthanasia. Thus, any discussion on ADs leads to a discussion on euthanasia. It is, therefore, pertinent to examine the various types and the legal status of euthanasia.
As discussed in the Aruna Shanbaug case, euthanasia is classified as either "active" or "passive". In the former, the patient's death is brought about by the administration of a toxic substance, while in the latter it is brought about by withdrawing or withholding life-prolonging treatment. Active euthanasia is allowed in very few countries and the following discussion is only about passive euthanasia.
Another classification divides euthanasia on the basis of the patient's wishes, into involuntary, non-voluntary and voluntary euthanasia. In the first, death is brought about against the wishes of the patient or his/her near relatives. This is considered an offence in most countries. In non-voluntary euthanasia, the patient or relatives have not specifically asked for euthanasia, but death is brought about. This contentious form of euthanasia was the core issue in the Aruna Shanbaug case. In voluntary euthanasia, death is brought about at the request of the patient or near relatives. Most activists are seeking the legalisation of this form.
ADs in India
ADs have no sanction in India. Indian law does not recognise the AD as a legally enforceable document. Even in the new draft bill, Section 11 explicitly states that ADs are void. Various organisations are pressing the government to make ADs legally acceptable. There are very few studies or reports on this issue, since people hesitate to voice their opinions due to fear of punitive action (28) .
Unfortunately, the issue is nowhere near resolution in spite of the draft bill. The principle of euthanasia has been tested in India. The Supreme Court has pronounced its opinion at least thrice, but in no case has the principle of euthanasia received legal acceptance in its entirety, and there has been no decision on the status of ADs.
In the existing jurisprudence, the Supreme Court has held that active euthanasia is not compatible with Articles 14 and 21 of the Indian Constitution. The status of passive euthanasia is still unclear. In the Naresh Marotrao Sakhre vs Union of India case (1994), the Bombay High Court held: "Euthanasia or mercy killing is nothing but homicide, whatever the circumstances in which it is effected" (29) . In another case, the court clearly mentioned that Article 21 guarantees only the right to life and personal liberty and the right to die cannot be included in it (30). The court made a significant departure from practice by declaring that passive euthanasia was permissible in the Aruna Shanbaug case in 2011. The matter is now before the Constitutional Bench, which has referred it to Parliament (31).
In the Aruna Shanbaug case, there was no record of the patient having made an AD and she could not convey her wishes when in a persistent vegetative state (PVS). Her relatives had forsaken her and she was cared for by the staff of the KEM Hospital, Mumbai. In the expert panel's deposition, ADs were mentioned, but the Hon'ble Justices Katju and Mishra made no reference to them in their judgment.
Energetic debates on passive euthanasia followed the Shanbaug case judgment. There was a need to clarify concepts such as end-of-life care, medical futility, palliative care and proxy decision. The need to clarify these concepts was brought out by Chakravarty and Kapoor (7). They defined the circumstances in which a therapy could be judged as futile; however, there was a doubt as to whether medical futility can be accurately predicted. Mishra et al (32) showed that preventilation variables and indications for respiratory support can be used to predict medical futility accurately in 77% cases, which should be considered a good level of predictability, given the uncertainty of life.
Even though ADs have no legal sanction in India, the demand for them has been sustained in psychiatry. The Law Commission, in its 241st report, made strong observations on the existing law (33), and Sarin et al wrote about the role of ADs in psychiatry and the challenges faced in this regard in India (34) . Due to the pressure from practising psychiatrists and the obsolescence of the Mental Health Act of 1987, the new Mental Healthcare Bill, 2013, was introduced in Parliament. The Bill, which is still under consideration, permits one to prepare an AD for use, if and when affected by a mental disorder. It provides every person the right to make an AD, empowering them to decide how s/he should and should not be cared for/ treated in the event of a mental illness in the future (35) . It provides detailed procedures for registering/revoking such directives and the conditions in which they may be overridden. This Bill could be an indication that the government may not be as opposed to ADs as before.
It is widely believed that passive euthanasia is practised in India, but since its legality is questionable, there are no reports or confessions from physicians who have practised it. Withholding and withdrawing life-sustaining measures are by definition clubbed together as passive euthanasia, though physicians withhold rather than withdraw such treatments more often. This differential preference means that there is a need to separate the two. Clubbing them together is not in line with the perspective of physicians (36) . Palliative experts seem to reject the concept of passive euthanasia, and practise the same while calling it terminal or palliative sedation (37) .
Decades ago, the doyenne of palliative care, Dame Cicely Saunders, expressed strong opinions against euthanasia, partly because she was a devout Christian and partly because it is always possible to control pain (38) . She felt that specialists in palliative care could use their knowledge to prevent pain and distress towards the end, and that the term "passive euthanasia" was both confusing and unfortunate (39) . It was the term rather than the act that she objected to.
Pallium India, an NGO working in the field of palliative medicine, wrote in its newsletter (December 2011) that ADs would be an appropriate way to prevent inappropriate treatment. The newsletter added that it is not too early for Indians to start thinking about ADs (40) . Semi-structured interviews showed that psychiatric ADs are associated with positive outcomes for some service seekers, but the tool may require adaptation to make it more suitable for the Indian environment (41).
In India, many people have limited resources and the publicfunded health service is poor. Almost 80% of outpatient and 60% of indoor healthcare is controlled by the private sector (42). The public sector is by and large overburdened and inefficient, and provides poor service. The private sector is superior but expensive, and treatment may continue beyond a reasonable period if patients or their families are paying for it. The duration and cost of treatment is in the hands of the attending physicians; there is no way of preventing the administration of futile treatment.
Studies on the impact of serious diseases have shown that 10% and 25% of the families of patients with cardiovascular and neoplastic disease, respectively, are driven to poverty due to out-of-pocket health expenses, because 30.5% of healthcare expenditure is made by the government while 69.5% is privately funded (43) . It becomes necessary to carefully balance the need to prolong the life of the patient against driving the family to penury.
In the absence of ADs, many critically ill patients receive aggressive medical interventions for a variety of reasons. In some cases, private corporate hospitals see this as a means of boosting their income. Some physicians believe it is their moral duty to deploy every means in their possession to prolong life. The financial impact of this "futile" treatment is so severe that people with little or no health insurance seek medical help in public hospitals rather than expensive private ones (44) .
The principle of autonomy demands that the patient alone has the right to decide what is done to them. Recent studies in South Korea have shown that towards the end, the patient is more concerned with the quality rather than the quantity of life. When the ADs of patients were recorded in a hospice, 89%
chose palliative sedation in favour of aggressive life-sustaining treatment. A large number of patients wanted their spouse to decide their fate, demonstrating that there is a high level of acceptance of proxies (45) .
Though ADs have no legal sanctity in India, some people prepare them nonetheless. A few studies revealed that end-of-life preferences were closely associated with age and religion, and healthcare professionals emphasised aspects that were different from those stressed by patients (46) . People of Indian origin appeared less inclined to prepare ADs than Caucasians (47).
The Supreme Court's verdict in the Aruna Shanbaug case has clarified that passive euthanasia involving the withholding or withdrawal of life-prolonging treatments will be allowed with the caveat that it is done only with the permission of the high courts. Some things are unclear. If an individual asks for withholding of life-prolonging treatments, should the doctors first comply with the patient's request or seek the high court's opinion? What is to be done in the interim period? In any case, the applicability in such cases of the parens patriae doctrine, which views the State as the "parent", is itself debatable.
DNR is another related concept, which applies in only certain cases. A DNR order in a patient's file means that resuscitation is not required if the heart stops. It is designed to prevent unnecessary suffering. The usual circumstances in which DNR is appropriate are:
• when efforts to restart the heart or breathing will not succeed
• when there is no benefit to the patient
• when the benefits are outweighed by the burdens.
The last option of an AD (to continue treatment till death overtakes the patient) will be honoured if the patient or family are paying for the treatment. What will happen in publicly funded hospitals is anybody's guess. It is worth mentioning that Aruna Shanbaug was being looked after in a publicly funded hospital for 42-odd years. She was a staff nurse when she was attacked and slipped into a PVS. The hospital staff members looked after her meticulously for such a long period possibly because she had become an icon for them. Whether the hospital would have taken so much trouble for a patient who was not connected with it is a matter of speculation, particularly since such hospitals have few resources and beds.
Risks of ADs
A common argument against ADs and passive euthanasia is that India is not developed enough or that our people are not mature enough to prevent their misuse. This argument is put forward whenever there is no other rational argument against change. In most situations, Indians claim to be superior to others due to their cultural heritage, but when confronted with change, they talk about the immaturity of the Indian population. The claim of immaturity is one that cannot be adequately challenged due to its obscure nature.
As for the possible misuse of ADs, any AD has the potential to be misused, particularly in countries with large socioeconomic inequalities and a high rate of illiteracy. However, the mere existence of the possibility of misuse should not deter us. In India, there are three ways in which we can bring about the required changes: (i) through the bureaucracy, (ii) through the legislature, and (iii) through the judiciary. The last is often the best, if not the fastest. With the current case pending before a Constitutional Bench of the Supreme Court (referred to it by a smaller bench), the buck is being passed, and the judiciary has been waiting for the legislature to draft a law.
Among the arguments against adopting ADs is the slippery slope hypothesis. Once logical ADs become acceptable, slowly less logical ones and finally, illogical ones would become the norm. People would make more and more bizarre directives and the medical profession would have no option but to follow them. A comprehensive legislation defining acceptable and unacceptable directives will need to be put in place before ADs can be made effective. However, unless ADs are considered seriously, no legislation is likely to be drafted on permissible directives, and ADs cannot be made legal till such legislation is in place. This harks back to the old chicken or egg problem: which comes first?
An important clause in ADs in the USA is the appointment of a proxy. Any individual can appoint a proxy to take a decision on their medical management in case the individual is not in a position to do so. Opponents of ADs doubt the honesty and integrity of proxies, particularly in situations in which the proxy may have vested interests. It has also been shown that proxies do not necessarily understand the directions of the patients who, in any case, may not be clear about their wishes. Thus, there is a risk that proxies substitute their own wishes for those of the patients. This risk is universal and not restricted to India.
Another argument used to counter ADs is that life is a gift of God and shall not be terminated without His will. The authors do not claim to be religious experts, but would like to point out that religious texts support both sides of the same argument. One part of a text recommends "an eye for an eye and a tooth for a tooth"; elsewhere, the same text suggests that one should proffer the other cheek when one is slapped. The interpretation of religious canon has had unfortunate outcomes in many countries. To cite one, abortion is prohibited on religious grounds even if the life of the mother is in serious danger.
In India, no debate on ADs and euthanasia has reached an acceptable conclusion. The attempt to prevent euthanasia from becoming a way of life leads to the denial of the right to self-determination in the form of ADs.
The death of Aruna Shanbaug on May 18, 2015 sparked a fresh debate on euthanasia. For the KEM nurses, her survival was an act of faith that cannot be challenged on a scientific or legal basis. Setting aside their selfless devotion to Aruna, a few questions beg answers.
1. The care of Aruna entailed the use of resources that could have been put to better use for other patients. If the hospital had more such cases, would it have been able to devote the same support, care and resources to them?
2. By keeping her in a PVS, what did the hospital, doctors and nurses achieve?
3. She was very well cared for. In all those years, she did not develop a single bed sore. Was there, however, any improvement in the quality of her life?
4. The report of the expert committee said she was aware of her environment. Was she in pain or any physical distress that she could not convey to her caregivers?
5. Is it moral to condemn an individual to a vegetative state for 42 years, denying the escape of death?
Some believe that Aruna was provided palliative care, but this is stretching the definition of palliative care too far. Palliative care in its true sense must improve the quality and not the quantity of life. In Aruna's case, the quantity of life was increased without an iota of improvement in its quality. The care that she received, whatever it may be known as, was not palliative care. However, in Section 11, ADs are declared void. A patient is allowed to make a choice at the time of illness, but not in advance. This section takes away all the powers that the Bill intended to give patients, and should be deleted. The Bill makes it mandatory for people to seek the court's permission before taking such decisions on behalf of incompetent patients. This Bill looks upon the court as parens patriae, which is problematic.
The new Bill: salient features

Challenges ahead
One of the biggest challenges in this field is the inconsistency in the definitions of different types of euthanasia and even palliative care (48) . There is confusion between passive euthanasia and physician-assisted suicide. Not many are clear about the difference between the two, if any exists (49) . In fact, passive euthanasia can be practised even where it is not allowed. Some practitioners deny this, merely by calling it by another name. It is necessary to emphasise that the use of terminal sedation, sometimes known as double effect, is challenged on the basis of the intention of the practitioner (50) . If the practitioner knows that terminal sedation can cause death, then it would be more appropriate to call it euthanasia and more accurate to call it active euthanasia. The argument that the intention was not to cause death is specious. Even in Belgium, a survey showed that terminal sedation is used when passive euthanasia is not practical, showing the similarity between the two (51).
It is recognised that passive euthanasia means bringing about death either by withholding supportive therapy or withdrawing it (52) . One is an act of omission and the other an act of commission. A survey of physicians serving in intensive care units (ICUs) in Asia revealed that 75% of them perceived that there is a difference between withholding and withdrawing support. Most of them accepted withholding rather than withdrawal of treatment (36) . There is a debate on whether the withdrawal of treatment causes death or allows death to take place, thus raising the doubt as to whether it constitutes active or passive euthanasia. Such debates need to be settled so that the physician in the ICU is free to decide, rather than getting bogged down with these arguments (53) . Most physicians reject the ethical analysis that withholding and withdrawing treatment are the same (54).
The presently accepted definitions and understanding of death and dying have been constructed by professional bodies, or arrived at through surveys and interviews of focus groups. The understanding of issues such as euthanasia changes over time and the perceptions regarding them are dynamic (55) . In India, care for dying individuals is very poor (56) ; it has been suggested that retired nurses be employed as "death midwives" , perhaps with a better title (57) . Yet in each of these models, the need to empower the patient by allowing for self-determination is keenly felt. Doctors also have a duty towards the dying patient and must decide when to terminate the patient's life. They should not and are not bound to consider that it is their duty to prolong life and provide care indefinitely (11) .
Conclusions
There is a need for ADs and directives such as DNR, as they benefit patients, their families and institutions too. Patients have to be educated on ADs and DNR policies, their import, and their risks and benefits before they can make a choice or prepare them. These need to be made legal and enforceable even if it becomes necessary to re-examine passive euthanasia or the withholding or withdrawal of treatment, or similar practices called by another name. It is illogical to deny people the right to take decisions on end-of-life care because of the existing rules. There is also a need to differentiate between the withholding and the withdrawal of life support; the two are clubbed together at present, but need to be separated. In the spring of 2015, news media across the world displayed images of a young, South Asian American woman in handcuffs, her long, untied black hair flowing forward and shielding her face as a Caucasian male police officer led her into a US court room. In another image, mug shot frontal and profile views of her face as a criminal, dotted online press reports, blogs and the social media. Although criminalised people of colour occupy a permanent space in the US media, her image jars. What is a young woman from a so-called "model minority" doing in handcuffs?
Early reports focused on the technicalities of the case. In the summer of 2013, Purvi Patel visited a hospital in South Bend, Indiana, in need of care. The doctors, recognising the signs of a recently terminated pregnancy, somehow suspected Patel of wrongdoing, and called the police. What followed was a series of attempts to locate the foetus and interrogate Patel. Patel has maintained that she suffered a miscarriage. Prosecutors in Indiana charged her with two crimesfoeticide and child neglect. Convicted for both, she will serve 20 years in prison (1,2).
The case was remarkable for two major reasons. First, Patel holds the unsavoury distinction of being the first woman in the US convicted of the crime of foeticide. Second, the Indiana state prosecutor managed to successfully convince the jury of two apparently contradictory felony charges against herthat she conducted an illegal abortion and that she neglected her live baby. While the jurors deliberated on whether the recovered dead foetus had once lived, media commentary in the aftermath of Patel's conviction tried to make sense of the stunning success and convergence of two separate antiabortion strategies. Among these, a very small number focused on the relevance of Patel's national/ethnic identity. 
